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Executive Summary

Introduction

The Agency for Healthcare Research and Quality (AHRQ) Community Forum, initiated under
the American Recovery and Reinvestment Act (ARRA), has as its goal to improve and expand
public and stakeholder engagement in AHRQ’s Effective Health Care Program. A primary area
of focus for the Community Forum is to advance methods for obtaining input from the general
public.

This report describes the results of the Deliberative Methods Demonstration, a randomized
controlled trial comparing deliberative methods with one another and with a control intervention.
The primary aims of the Demonstration were to:

e Inform AHRQ research programs on public views regarding the use of research
evidence in health care decisionmaking by obtaining informed public input on
questions regarding appropriate and acceptable ways to use evidence that are central to
the mission of AHRQ’s research programs.

e Expand the evidence base on public deliberation by evaluating whether public
deliberation is an effective and useful way to obtain informed public input for U.S. health
care research, as well as identifying a feasible set of choices among deliberative methods.

What Is Public Deliberation and How Has Its Effectiveness
Been Evaluated?

Public deliberation methods provide opportunities to obtain informed perspectives on complex
topics that are value laden and that lack simple technical solutions. On such issues, public input
on what underlying values should be considered, potential tradeoffs in values, and potential
solutions and their likely uptake or resistance are important considerations in developing
programs or policies.

Deliberative methods are a distinct approach to obtaining public input. In public deliberation
members of the public are convened to obtain input about—and meaningful insights into—how
people think about a topic when they are informed. Thus, information obtained through public
deliberation differs from that collected through surveys or focus groups, which generally obtain
more top-of-mind—that is, initial and more intuitive—responses and reactions. In deliberative
sessions, participants receive information that is intentionally neutral and respectful of the full
range of underlying values, experiences, and possible perspectives. They are encouraged to
discuss, learn from others, and examine and refine their own views.

Although considerable theoretical and case-study literature endorses the value of public
deliberation, little empirical research has been conducted about its effectiveness.! In the research
that has been done, effectiveness has been defined as:

e The quality of deliberative experience or discourse. Using participant self-reports,
researchers’ observations, or reviews of session transcripts, these measures typically
assess levels of equal participation, active participation, opportunity for adequate
discussion, respect for the opinions of others, and awareness of different perspectives.

ES-1



e Changes in participants’ knowledge or attitudes about the deliberative topic. A core
goal of deliberative methods is informed input, and a core assumption is that information
and discussion may alter the views of participants. Thus, typically using pre and post
surveys, these measures assess the effect of the deliberation on the participants’
knowledge, attitudes, perspectives, values, beliefs, opinions, or policy preferences on the
deliberative topics.

e Changes in participants’ empathy and concern for issues affecting the community at
large. Using pre and post surveys, a number of studies have assessed the effect of
deliberation on civic engagement and capacity, engagement in the political process, sense
of self-efficacy, sense of empowerment, political efficacy and solidarity, and anticipated
post-meeting activity related to deliberation issues.

e Impact on decisions by sponsoring agency. Ultimately, deliberation obtains
information that can influence decisions. Measurement constructs include the effect of
public input on specific laws, policies, or practices and on decisionmakers’ intentions to
act on the results of deliberation. These constructs are usually assessed through case
studies or surveys of decisionmakers who may use the findings from the deliberation.

Few well-designed comparative studies of deliberative methods or their alternatives have been
conducted.

Deliberative Methods Demonstration Description

Between August and November 2012, we conducted a five-arm randomized controlled trial to
examine the effectiveness of public deliberation and to compare alternative approaches.
Participants were assigned to one of four deliberative methods or a control group. The project
convened 76 groups in four locations: Chicago, IL; Sacramento, CA; Silver Spring, MD; and
Durham, NC. We selected locations that made it easier to recruit a diverse sample in terms of
racial, ethnic, and sociodemographic background, with specific attention to ensuring inclusion of
members of three AHRQ priority populations: Hispanics, African-American women, and the
elderly.

Deliberative Topic

Across all methods, the Deliberative Methods Demonstration elicited public input on the use of
research evidence in health care decisionmaking. We posed the following deliberative question
to all participants:

Should individual patients and/or their doctors be able to make any health decisions no
matter what the evidence of medical effectiveness shows, or should society ever specify
some boundaries for these decisions?

This question was appropriate for deliberation for several reasons. First, the use of evidence in
decisionmaking relates directly to AHRQ’s support of research that helps people make more
informed decisions and improves the quality of health care services. As such, public input on this
question had the opportunity to make valuable contributions to the AHRQ program. Second, the
question required participants not only to understand how evidence is generated and used, but
also to discuss difficult tradeoffs concerning the impact on individuals and communities when
evidence is or is not applied in medical decisions. Finally, responses to the question would elicit
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the public’s values around whether patients and physicians have a social responsibility to make
evidence-based health care decisions.

Prior to their participation, all participants received the Preparing for the Community Forum
booklet, which described the overall purpose of the project and what to expect (Appendix B). It
also gave definitions and facts on medical research and medical evidence, quality health care,
and comparative effectiveness research. Information on rising health care costs and who pays for
health care was included to provide context for the discussions. We did not provide information
on rules, guidelines, or any other types of boundaries in health care; rather, we allowed
interpretations and discussions of boundaries to arise spontaneously.

To help participants grapple with a complex topic and a fairly abstract question, we developed
specific case studies to provide context for each deliberation (Appendix C). These were:

e Comparing Hospital Quality

e Upper Respiratory Infection in Children: Antibiotics Versus Symptom Treatment
e Obesity Management: Comparing Treatment and Prevention

e Heart Disease Treatment: Comparing Medicines Only and Stents Plus Medicine
e Comparing Approaches To Preventing Illness: A Fictional Case

All methods used the case study on comparing hospital quality, and two methods used additional
case studies.

Deliberative Methods

We selected four distinct types of deliberative methods that have been used in prior public
deliberations and reflect important differences in implementation: number of participants,
session length, mode of interaction, and use of content experts. We refined each type of
deliberative method to ensure that all methods included necessary components of successful
deliberation identified in our literature review, while retaining the methods’ core distinctiveness.

Brief Citizens’ Deliberation (BCD): In this method, 12 participants met in person once for 2
hours. A single facilitator and a single note-taker supported these groups. Facilitation was active,
designed to encourage attention to the tensions among social values, ethical principles, and the
individual versus societal perspective. Participants discussed the hospital quality case study. No
expert presentations were included in this method. We held 24 BCD groups, 6 at each location.

Community Deliberation (CD): This method involved two deliberative sessions, each 2.5 hours
long, 1 week apart, for each group of about 12 participants. In the first week, participants
discussed the upper respiratory infection (URI) case study. During the week between in-person
sessions, participants interacted through an online discussion board. In the online setting, two
experts provided statements regarding the URI case study, answered participants’ questions, and
asked questions of their own. At the second in-person session, participants completed discussion
of the URI case study and went on to discuss the hospital quality case study. A single facilitator
and a single note-taker supported these groups. During the in-person sessions, facilitation was
active, as described for BCD above. We held 24 CD groups, 6 at each location.

Online Deliberative Polling® (ODP): In this method, each group convened online four times,
once per week over a period of 4 weeks, using one case study (hospital quality). Each meeting
was a 1.25-hour online session, during which about 12 participants engaged in discussions via a

ES-3



dedicated Web site and Internet-based audio conferencing. Student facilitators with no prior
experience in facilitation or health care moderated these groups; they were trained to intervene as
little as possible during discussions, while still attempting to ensure consideration of the
competing arguments in the reading materials. This facilitation style was put in place in order to
maintain the neutrality of the moderator. During the first two sessions, participants began
exploring issues about hospital quality. Following discussion, the groups had the opportunity to
generate questions to be addressed offline by a panel of three experts. The panelists’ responses
were played back to participants during the third session and served as a basis for further
conversation in the final session. We held 24 ODP groups.

Citizens’ Panel (CP): CP involved 2.5 days of deliberation. There were 24 to 30 participants in
each group. All five case studies were used. Seven experts were linked to the group through
Skype® at key points during the session to provide additional information and different points of
view on the case studies and issues related to the deliberative question. A clinical expert, who
was also a member of the research team, presented on comparative effectiveness research and
addressed questions from participants. Three facilitators and a note-taker supported these groups.
This method permitted the use of smaller breakout groups moderated by a facilitator, as well as
an open space in which participants could interact without facilitation. Facilitation in this method
was active, as described for BCD and CD above. We held four CP groups, one at each location.

Reading Materials Only Control Group: Participants assigned to the control intervention
received educational materials via an email link. Materials included the same background
booklet provided to the deliberative groups, Preparing for the Community Forum, as well as
three of the case studies: hospital quality, URI, and obesity management. We chose three of the
five case studies to present to the control (a midway point between the other methods, which
received between one and five case studies). Participants did not convene in groups to deliberate.
We estimated an hour of reading time.

Study Sample

Of the 1,774 participants recruited from the four locations, 961 participants took part in a
deliberative method and 377 participants were a part of the reading materials only control (an
overall show rate of 75 percent). The study sample was diverse and reflected each location’s
population in terms of sex, age, race, and ethnicity based on U.S. Census Bureau estimates, but
had a larger percentage of people with at least some college education.

Findings

Public Views About Use of Evidence in Health Care Decisionmaking

To address our first aim, we conducted a thematic qualitative analysis of transcripts from the 76
deliberative groups to summarize how participants responded to the overall deliberative question.
The research questions for the thematic analysis focused on three main topics related to the
overarching deliberative question: (1) circumstances participants specify for restricting
decisionmaking, (2) situations affecting how participants perceive those circumstances, and (3)
the social values exhibited during deliberation.

When asked the overarching question, participants first focused on the concept of boundaries.
Many of them initially interpreted boundaries as compulsory rules that limited choices and
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allowed no exceptions, and most reacted negatively. Participants also questioned what was meant
by “society.” They initially defined society as the government or a health insurance company—
perceiving both types of organizations as enforcers of boundaries in health care. Participants
rarely discussed the concept of evidence or questioned what the terms “evidence” or
“effectiveness” meant when initially responding to the question.

Over the course of the deliberative sessions, participants expressed and debated additional
viewpoints. Discussions elicited other interpretations of boundaries, including education or
mandates for education, guidelines, accountability mechanisms, and penalties or incentives.
Similarly, over the course of deliberation, participants discussed the relative importance of
different types of evidence and the role evidence plays in decisionmaking.

Below, we summarize the main themes and values that emerged from the public’s response.

The public’s core values of individual freedom and personal choice were tempered in
varying degrees by concern for the greater good or perceptions of fairness.

e The value of individual freedom emerged from participants’ consistent focus on the
primacy of personal choice and negative reactions to any boundaries on decisionmaking
that restrict rather than support choice. Also, participants often explicitly stated that
individual freedom of choice was a core value.

e Concern for the welfare of the community at large arose when discussing evidence that
unchecked individual freedom might have consequences that would harm others
physically or financially. Since protecting the common good usually entailed some
constraints on individual freedom, the conflict between these two values often resulted in
discussion about tradeoffs. Reducing individual freedom for the good of the community
was not done lightly. Concern for the greater good surfaced most clearly when discussing
how blocking inappropriate use of antibiotics could prevent the development of
antibiotic-resistant superbugs such as methicillin-resistant Staphylococcus aureus
(MRSA) or how limiting patients’ choice of hospital to favor a lower volume community
facility could enhance a local community’s economic well-being.

e Discussions of health care costs often elicited the value of fairness. Participants viewed
fairness from a number of perspectives, including what is just in allocating shared
resources and what are reasonable restrictions on patients when they are not the primary

payer.

Evidence is an important component of high-quality care. Yet, given the perceived limits of
applying population-based evidence to individuals, other factors often have more weight in
decisions.

e In general, participants viewed evidence positively and stated that they valued it highly in
making their own informed health care decisions. Participants often discussed evidence
using terms such as *“success rates,” “clinical results,” or “test results.”” Other comments
indicated that participants equated evidence with experience—the doctor’s accumulated
experience and clinical judgment, personal lived experiences, or common sense.
Participants’ comments indicated that knowing about unequivocal evidence and uncertain
evidence is important when making an informed choice.
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When setting boundaries on decisionmaking, compelling evidence of effectiveness was
necessary for encouraging better quality care, but not sufficient for constraining choice or
the autonomous decisions of patients and physicians. Yet, if evidence clearly showed a
treatment to be ineffective, participants were generally comfortable with setting some
restrictions. In comparison, participants could not justify limiting care when the research
results are mixed or the evidence itself is unclear.

Two beliefs emerged that can act to diminish support for the role of evidence in
decisionmaking. First was the view that evidence of what works for most people may not
apply to each patient, as “everyone is different.” Many comments reflected participants’
perspective that evidence could be discounted if it was seen as “not applicable to me” or
not applicable to the unique circumstances of specific patients in specific situations.
Second, participants viewed evidence as imperfect: changing over time, often based on
studies excluding specific age or ethnic subpopulations, and lacking clarity.

Other considerations also competed with using evidence in making health decisions.
Patients’ personal preferences or doctors’ clinical judgment could supersede evidence.
Other features of health care—such as being treated with respect by providers, personal
convenience, or concern about out-of-pocket cost—were also instrumental in determining
participants’ views. Often, these other factors became more important when participants
did not see the relevance of the evidence to the situation.

Evidence of physical or economic harm to individuals or the community led to increased
acceptance of some limits on decisionmaking.

When presented with the deliberative question, many participants’ initial responses
showed that they perceived boundaries as compulsory rules and regulations that
disallowed exceptions, interfered with the doctor-patient relationship, and limited choice.
Participants expressed concerns that boundaries create logistical and practical challenges.
Participants also described boundary-setting as a slippery slope, making it easier for
future, inappropriate limit-setting.

Although many participants focused on how to preserve choice and enhance the doctor-
patient relationship, the majority of participants eventually concluded that some
boundaries would be important or necessary to address problems in the health care
system. Descriptions of harm included physical harm (e.g., pain, increased risk of future
injury or illness, or death), emotional or psychological harm (e.g., anxiety about
outcomes patients can expect), and economic harm (e.g., loss of community jobs, high
out-of-pocket expenses for health care). Often, evidence of any harm had a greater
influence on increasing acceptance of boundaries than evidence of effectiveness had. In
addition, the public perceived outcomes such as death or job loss for individuals in the
local community to hold substantial weight and to be more important than inconvenience
to a few individuals.

Evidence of physical harm was the most persuasive factor in accepting boundaries. In
most discussions, the preferred way to protect others from harm consisted of guidelines
and oversight by medical authorities. In other instances, participants cited and supported
rules to prevent adverse effects on the public’s health, such as those now requiring people
with tuberculosis to receive treatment.
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Evidence of economic harm was also a persuasive factor in restricting choice. For
example, many participants stated that the economic impact and loss of access to care for
the community that could result from closing a local hospital, even if it were low
performing, outweighed clinical quality for those few who needed specialized surgery.
Likewise, participants nearly unanimously supported the need for limits to prevent people
from taking advantage of the system and overusing their “fair” share of resources; this
was an issue when individual choices increased what others had to pay for health care.

Assessments of risk of physical and economic harm often influenced attitudes about
whether society should establish a boundary on decisionmaking: the greater the risk, the
more support for the boundary.

Participants’ perceptions of risk of harm varied, as did the level of comfort with risk-
taking. For example, in examining the differences in rates of complications between the
low-volume and high-volume hospitals, some participants perceived the level of risk at
the low-volume hospital as substantially higher than the risk at the high-volume hospital,
while others did not perceive much difference.

These relative assessments of risk sometimes influenced attitudes about whether society
should establish a boundary: the greater the perceived danger, the more support for the
boundary.

Although the public believed doctors have the responsibility for knowing and discussing
the evidence, they also believed that patients have the responsibility to educate themselves
and ask questions of their doctors.

Participants spoke of doctors’ responsibility to educate themselves about evidence and
often identified the doctor as responsible for discussing evidence of benefits and harms
with patients so that patients can make informed decisions.

Most participants believed that patients were responsible for making informed health care
choices, asking questions of their doctors, and maintaining a healthy lifestyle. Some
strongly supported this perspective from the outset, while others noted that group
deliberation changed their views supporting greater patient responsibility.

Doctors—given their understanding of the evidence and the individual patient—should
have the authority to determine whether to comply or depart from the evidence in any
particular situation. However, the system should hold doctors accountable for their actions
to make sure patients receive high-quality health care.

Participants wanted clinicians to be aware of and generally follow evidence-based
guidelines from medical professional associations. Nevertheless, participants believed
that clinicians, as experts with specialized education, should be allowed to depart from
the guidelines or evidence when needed for individual situations.

Initially opposed to restricting clinicians’ autonomy, participants often called for
increased accountability when faced with evidence that doctors may not always deliver
the highest quality care.
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Concerns about financial motivations of health care systems, providers, and insurers left
many skeptical about whether those setting boundaries or limits in health care would
prioritize either evidence of medical effectiveness or quality of care over financial gain.

Many participants expressed concern that the primary motivation in establishing limits
was cost containment rather than ensuring access or quality. Many comments indicated
the belief that better care is more expensive and boundaries aimed at cost containment
limit access to that better care. Participants were quick to note that costs already constrain
patients’ choices of and access to certain services.

Similarly, some participants supported incentives and penalties that could encourage
people to adopt healthier lifestyles (e.g., insurance discounts for attending smoking
cessation programs) or encourage doctors to provide higher quality care (e.g.,
professional awards). However, incentivizing physician behavior with financial rewards
was more problematic, as participants feared that those incentives might compromise
clinicians’ integrity by prioritizing financial gain over the patient’s health.

The public’s trust in entities setting boundaries was influenced by perceptions of expertise,
motivation, and whether boundary setting is an appropriate role.

Overall, participants trusted independent medical associations more than insurers,
employers, or government. Participants perceived medical associations as independent,
with no financial stake in health care practices or decisions, and as having the needed
medical expertise.

Participants had negative or divided perceptions of other entities based on their
perception that such entities lacked medical expertise and/or had questionable
motivations. Almost all participants knew that insurers limit care and accepted that as a
component of the insurers’ role.

Participants debated whether other payers, such as employers or the government, have the
right to set some boundaries. Participants who perceived that these other payers have a
legitimate financial or ethical stake in health care tended to accept that these entities
could set boundaries. Numerous participants, who had been unaware of the government’s
large role in paying for health care, became more sympathetic to the idea of government
involvement in health care cost containment. Similarly, participants who had been
unaware of the risks to society from the overuse of antibiotics tended to become more
willing to accept limits on care that promote good antibiotic stewardship.

Throughout deliberation, participants called for more education about evidence and more
transparency around health care costs to help inform decisionmaking; some participants
even called for government mandates requiring transparent evidence-based information
about health care costs, hospital quality, or treatment effectiveness.

Participants highly supported education and information about health and health care, as
most expressed the belief that education and information help people make the best
decisions.

Participants also believed that education about high-quality care is a better approach than
restrictive boundaries, especially as education maintains individual freedom and personal
choice.
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e However, participants held that if education alone is not effective in changing harmful
medical practice, then more direct steps for monitoring clinical decisions may be
warranted.

e Participants believed that patient access to information about evidence is limited, and a
more aggressive effort to bring relevant information to the general public should be a
priority. Participants said that the case studies developed for the deliberative discussions
would be useful to share with the public: information on provider quality and cost from
the hospital quality case study and information on the overuse of antibiotics and MRSA
from the URI case study. Participants also wanted general information on treatments and
interventions to help improve their decisionmaking.

e Participants noted the difficulties in determining the costs of health care and said that
more transparency of health care costs would benefit the public.

e Even though participants generally perceived government interventions that would
restrict choice negatively, they typically viewed government mandates requiring
transparency, information about costs, and providing evidence-based information about
hospital quality and treatment effectiveness positively.

In sum, deliberation required people to consider a variety of tensions and factors in a complex
issue, resulting in informed public input that is indepth, nuanced, and actionable. Deliberation
allowed participants to explore their own views in more detail, to witness how information and
context could influence their perspective and that of others, and to observe how discussion and
debate could influence their thinking on the question at hand. As new information or case studies
were introduced to the deliberations, answering the overarching question required greater
attention to competing priorities. The discussions became more nuanced, with participants
exploring the tradeoffs associated with complex individual and societal factors. Although
deliberation did not address all misperceptions about evidence or the health care system,
numerous participants commented, at the close of their sessions, that they had a deeper
understanding of the issues and problems, as well as a better appreciation of a variety of factors
relevant to health care.

Effectiveness of Public Deliberation

The randomized design of the Deliberative Methods Demonstration allowed us to assess the
impact of deliberation on participants and identify differences by deliberative method and
participant characteristics by examining:

e Changes in participants’ knowledge of evidence and comparative effectiveness
research. The knowledge outcome captures the information gained based on questions
that were linked to the background educational materials provided to all participants,
including the control group. Although participants likely gained additional knowledge
from presentations or discussion in deliberative sessions, we measured only the
information from the educational materials, which was the most conservative test of
increasing knowledge.

e Shifts in participants’ attitudes about the use of evidence in decisionmaking. Change
in attitudes is often measured as an intermediate outcome of effective deliberation. A core
assumption of deliberation is that information and discussion may alter the views of
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participants as they come to a more informed judgment on the topic. These shifts in
attitudes do not have to be for or against a decision; rather, a shift may reflect greater
acceptance or greater doubt about one’s convictions.! Although we used attitude change
as a measure of effectiveness, we had no hypotheses for the direction of attitude change.
Further, we had no expectation that deliberation would produce group consensus around
these attitudes. We assessed attitudes regarding the use of medical evidence in
decisionmaking, including questions specific to the hospital quality and URI case studies,
and questions on consideration of costs in decisionmaking.

e Participants’ self-reports of the impact the deliberative experience had on them, as
well as their assessment of the quality of discourse and implementation. Impact of
deliberative experience included whether participants thought the process affected their
views and if participants thought the process was worthwhile. The quality of discourse
and implementation included participants’ perceptions of the level of participation by all
group members, the level of respect for other group members’ views, the degree to which
participants constructively deliberated the issues, and how well the deliberative methods
were implemented.

We assessed these outcomes using two surveys. First, we administered an online survey on
knowledge and attitudes to deliberation and control group participants twice, once before
educational materials were sent and again within 2 weeks following the conclusion of the
deliberative methods. We achieved an 80-percent response rate on the post-survey, using the
denominator of all participants recruited (n = 1,774). We summarized knowledge scores as a
percent of correct answers. After completing a factor analysis using the attitude items, our final
attitude measures included six factors and eight single items.

Second, we administered a survey on deliberation quality and experience one time to participants
following their participation, either in person or online depending on the deliberative method. Of
the 961 participants who took part in deliberation, 878 participants completed the survey, a
response rate of 91 percent. After completing a factor analysis of this survey, our final outcome
measures included six factors and two single items.

Below, we summarize findings for five research questions addressing the effectiveness of
deliberation and summarize per-group implementation costs for each deliberative method. The
unit of analysis for Research Questions 1-4 is the individual participant and for Research
Question 5 is the deliberative group.

Public Deliberation Compared With Educational Materials Alone

Question 1: Is public deliberation more or less effective than educational materials alone at
changing knowledge about the deliberative topic, and is there a concomitant shift in attitudes?

Participating in deliberation increased participants’ knowledge of evidence and
comparative effectiveness research.

e Deliberation (for members of all groups combined) increased participants’ knowledge of
medical issues and concepts related to health care in the United States, the use of medical
evidence, and comparative effectiveness research as compared to the control group.
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In sum, the increase in knowledge in the deliberative versus control groups represents a clear
effect of deliberation on information gained and retained above the use of educational materials
alone.

Participating in deliberation shifted participants’ attitudes regarding the role of evidence
in decisionmaking but did not shift views regarding the relative importance of evidence and
personal preferences.

e Deliberation (for members of all groups combined) shifted participants’ attitudes related
to the importance of medical evidence at a statistically significant level, specifically
increasing agreement with:

o0 The factor importance of knowing about medical evidence when making health care
treatment decisions

0 The item medical research versus doctor’s knowledge about patient as most
important in medical treatment decisionmaking

e A sshift did not occur in the factor doctors and patients should consider evidence over
preferences when making treatment decisions.

In sum, deliberation was associated with a shift from agreement to stronger agreement
concerning the role of evidence in decisionmaking. When directly proposed against the role of
preferences, participants supported the role for evidence, but deliberation did not change views
about the relative importance of evidence versus preferences.

When comparing each deliberative method with the control group, all four deliberative
methods showed significant change on at least one knowledge or attitude measure.

e Compared with the control group, the CP and BCD methods increased participants’
knowledge about evidence and comparative effectiveness research at a statistically
significant level. The CD and ODP methods increased participants’ knowledge as well,
but not at the level of statistical significance.

e Compared with the control group, each of the four deliberative methods shifted
participants’ attitudes for at least one measure related to the importance of medical
evidence at a statistically significant level. For the CP, CD, and ODP methods, shifts
showed increasing agreement with the factor importance of knowing about medical
evidence when making health care treatment decisions. For the BCD and CD methods,
shifts showed increasing agreement with the item medical research versus doctor’s
knowledge about patient as most important in medical treatment decisionmaking. For the
CP method, shifts also showed increasing agreement with the factor doctors and patients
should consider evidence over preferences when making treatment decisions.

e Compared with the control group, the CP method shifted participants’ attitudes related to
considering costs in making treatment decisions at a statistically significant level. Shifts
showed increasing agreement with the factor doctors and patients should consider cost
evidence when making decisions. This factor was evaluated for all methods, as all
participants received information on health care costs as context for the discussion.
However, the CP method had more time allotted for learning about and discussing issues
related to health care costs.
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e Attitudes regarding use of medical evidence to restrict antibiotic use reflected a similar
impact of deliberation for CP and CD—the two methods that discussed this case study—
when each was compared with control. Participants in both methods shifted to more
agreement at a statistically significant level on the item government should limit when
doctors can prescribe antibiotics.

In sum, these findings suggest that all of the deliberative methods can be judged effective
compared with a control that used reading materials only on the basis of change on at least one
knowledge or attitude measure at the level of statistical significance. However, these statistical
tests of individual methods versus control do not allow us to draw conclusions about the relative
effectiveness of methods.

Shifts did not occur in three items related to the hospital quality case study, which was used
in all methods.

e There were no shifts at a significant level in attitudes related to the material in the
hospital quality case study, which all the groups deliberated. This result held true when
comparing participants in all deliberative methods compared with the control group, as
well as when comparing participants in each method with the control group.

The lack of significant findings may be due to the specific content and complexity of the hospital
quality case study. This case study juxtaposed concerns about having access to a “better” high-
volume hospital versus the potential impact on the town of having a local low-volume hospital
lose business and perhaps close because of reduced patient census. Further, unlike the other case
studies, community concerns undermined rather than supported the primacy of evidence.

Overall Quality of Deliberative Sessions

Question 2: What was the overall quality of deliberative discourse and participant experience
among the four methods?

Participants reported that they placed a high value on taking part in deliberation and that
the experience affected their opinions.

e Participants across all methods placed high value on taking part in deliberation. High
ratings of the factor perceived value of the event showed that participants valued their
participation and included their indication that they would like to participate in activities
like this in the future.

e Ratings for the factor effect of deliberation on participants reflected participants’
perceptions that the experience had an impact on their opinions on the deliberative topic.

Participants rated the quality of deliberation as high in terms of both the quality of
deliberative discourse and the implementation process.

e Participants across all methods rated the quality of communication and discourse highly.
Participants reported agreement with the factor measuring the extent that the participants
in the groups showed respect for the opinions of others. Participants also reported
agreement with the item that people gave reasons to support their opinions. Of note,
participants’ ratings for the factor equal participation in the discussion were relatively
low compared with other measures of discourse quality; participants reported that some
people in the group spoke more than others. Despite the fact that participants did not
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judge participation to be equal, it did not appear to affect their satisfaction with other
aspects of the experience.

Participants across all methods rated the implementation process highly. Ratings for the
factor assessing the quality of the implementation process were overall high, including
that the event was well organized, that the information presented was clear and easy to
understand, and that the purpose of the event was clear. Ratings for the factor assessing
facilitator neutrality were fairly high.

In sum, participants’ positive reports of the quality of the deliberative discourse and
implementation process indicate that the methods were successful in achieving the core design
elements of deliberative methods that were identified in the literature as promoting successful
deliberation. Further, positive ratings for the value and effect of deliberation show that
participants felt that their input would be used in a meaningful way and that the experience
affected them on a personal level.

Comparisons of Specific Deliberative Methods
Question 3: Are specific deliberative methods more effective than others?

Intensity—as measured by contrasting the CP and BCD methods—did not increase
knowledge but shifted attitudes at a statistically significant level.

The higher intensity method (CP) did not increase participants’ knowledge of evidence
and comparative effectiveness research more than the lower intensity method (BCD).

Intensity shifted participants’ attitudes related to the importance of medical evidence on
one factor, importance of knowing about medical evidence when making health care
treatment decisions, at a statistically significant level. However, intensity did not
significantly affect the factor medical research versus doctor’s knowledge about patient
as most important in medical treatment decisionmaking or the item doctors and patients
should consider evidence over preferences when making treatment decisions.

The higher intensity method (CP) shifted participants’ attitudes related to considering
health care costs, specifically increasing agreement with the factor doctors and patients
should consider cost evidence when making decisions, more than the lower intensity
method (BCD).

Intensity—as measured by contrasting the CP and BCD methods—had an effect at a
statistically significant level on participants’ self-reports of the perceived value of the event,
the quality of deliberative discourse, and the implementation process.

Although participants in both methods placed value on taking part in deliberation,
participants in the higher intensity method (CP) reported that the experience had a greater
impact on them than participants in the lower intensity method (BCD) did. This
difference was at a statistically significant level.

Participants in both methods rated the quality of deliberative discourse and
implementation highly, but differed at a statistically significant level for three outcomes:
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o Participants in the lower intensity method (BCD) reported more agreement with the
two factors measuring equal participation and facilitator neutrality than participants in
the higher intensity method (CP) did.

o Participants in the higher intensity method (CP) reported higher ratings of the quality
of the implementation process than participants in the lower intensity method (BCD)
did.

In sum, intensity of deliberation, as measured by CP and BCD, has marked impacts on shifts in
attitudes and resulted in more positive reactions to the impact of deliberation as reported by
participants.

Mode—as measured by contrasting the CD and ODP methods— did not change knowledge
or attitude at a statistically significant level.

e Our comparison of an in-person (CD) versus online (ODP) method that required a similar
total time commitment from participants did not show a statistically significant effect on
any of the knowledge or attitude outcomes.

Mode—as measured by contrasting the CD and ODP methods—had an impact on
perceptions of the quality of discourse and impact of the deliberative experience.

e Participants in CD reported significantly higher scores than ODP participants for five out
of the eight measures of deliberative experience. For the quality of communication and
discourse, CD reported higher scores for the factor respect for the opinions of others and
the item reasoned justification of ideas. For the implementation process, CD reported
higher scores for the factor implementation quality. For participant reports on the impact
of the deliberative experience, CD reported higher scores for the factors effect of
deliberation on participants and perceived value of the event.

In sum, remote (online) methods and in-person methods that engage participants for a similar
length of time showed similar changes in knowledge and attitude outcomes. However, our
comparison showed dramatic differences between the in-person and online methods in
deliberative experience, and specifically around perceived value of the event. This result may be
due to the particular nature of our online method, in which facilitation was less active. However,
remote methods, regardless of facilitation style, may be less likely to inspire the same level of
engagement and excitement as in-person methods.

Participants’ Personal Characteristics

Question 4: Does the effectiveness of public deliberation vary by participants’ personal
characteristics?

Deliberation as a method generally affected people from different demographic groups
similarly.
e Regardless of race, ethnicity, age, and educational status, participants showed similar
increases in knowledge following deliberation.

e The direction and magnitude of the changes in attitude toward using medical evidence in
decisionmaking, including mechanisms to support use of high-volume hospitals, were
similar across racial, ethnic, age, and educational lines.
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In sum, large and consistent differences among groups on knowledge and attitude outcomes
would have suggested that deliberation engaged certain demographic groups more or differently
than others. In contrast, we observed no differences in changes in knowledge and few differences
in changes in attitude outcomes based on demographic group. These findings suggest that
deliberation can be equally effective with a wide range of individuals, not just with more
educated or privileged members of the public, as has been suggested in the literature.

Participants from historically underrepresented demographic groups may place more
value on or perceive greater impact from their participation than others.

e African Americans and Hispanics reported valuing their deliberative experience even
higher than others did.

e African Americans and participants with lower educational attainment perceived
deliberation as having a greater impact on their opinions than others did.

In sum, these findings further support deliberation as an effective method for getting input from
underrepresented populations.

Concordance—the proportion of a group made up of a specific demographic—generally
did not affect participant outcomes.

e We found that concordance was not associated with changes in knowledge among our
participants from historically underrepresented groups (African-American or Hispanic
participants or participants with lower educational attainment).

e Concordance was also not associated with shifts in attitudes about medical evidence,
including use of high-volume hospitals, or with the value or effect of deliberation as
perceived by participants.

e However, we did find one exception to this result. For African-American participants,
concordance (i.e., the proportion of participants in a deliberative group who were also
African American) was associated with higher perceived value of deliberation and also
with greater attitude change on the factor people should consider the effect on group
premiums when making treatment decisions (discussed below).

In sum, we found little evidence that group composition (concordance) affects the shifts in
knowledge and attitudes that occur in deliberation. Nonetheless, our findings flag the importance
of attention to group composition because of selected findings for African-American participants
in groups with higher concordance.

Deliberation highlighted or surfaced select content areas in which demographic groups
may hold different views.

e All participants moved from disagreement toward neutral on the factor doctors and
patients should consider cost evidence when making treatment decisions and the item
people should consider the effect on group premiums when making treatment decisions.
However, there were two differences by demographic group:

0 The magnitude of change on both measures was smaller for African-American
participants than for other participants at a statistically significant level for both
measures. That is, although all participants moderated their views on the
appropriateness of considering costs, African Americans were less inclined than
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others to shift this view. (This result controlled for differences in other demographics,
including income and education.)

o Elderly participants changed less than others on the single item people should
consider the effect on group premiums when making treatment decisions.

e Hispanic participants agreed more than others before deliberation that doctors and
patients should consider evidence over preferences when making treatment decisions.
Following deliberation, Hispanic participants’ views moderated and their scores drew
closer to those of non-Hispanic participants, but they continued to show more support for
consideration of evidence over preferences.

In sum, because there were few differences, we conclude that they do not reflect a differential
impact of deliberation as a method. However, they suggest some interesting differences in
views, which contribute to our findings on the appropriate use of medical evidence.

Internal Dynamics of Deliberative Groups

Question 5: Do the group-level effects (i.e., the internal group dynamics) of public deliberation
vary by deliberative method?

There was little systematic movement toward consensus in the Community Forum groups,
and none of the methods systematically reached consensus on any of the three measures we
used to evaluate consensus.

e For all three measures, only about half the groups moved toward consensus following
deliberation, which suggests that achieving consensus was a random—and not
inevitable—process.

We found no evidence that polarization—the systematic tendency of groups and the
individuals who compose them to strengthen their predeliberation opinions—occurred
among any of the methods.

e Following deliberation, 45 percent of the 1,216 observations, or opportunities for
attitudes to move toward the extremes, demonstrated movement away from the midpoint
and toward the extremes. Because this rate, or opportunity score, is close to 50 percent, it
implies that movement toward the extremes occurred randomly and is not systematic or
inevitable. There was also no evidence that some measures were more susceptible to
polarization than others.

In sum, small-group distortions that have been reported for jury-like settings were not evident in
the deliberative groups. We did not find any systematic patterns of polarization (movement away
from the midpoint toward the extremes) or movement toward consensus. These results may offer
an argument for designing deliberative methods with the core design features that were held
constant across methods in our study: no shared consensus seeking and well-tested and balanced
educational materials.
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Implementation Costs Associated With Holding Deliberative
Sessions

The main costs of deliberation include those of developing materials, recruiting participants,
holding sessions, and analyzing and reporting results. The costs we report here are limited to
those directly associated with holding deliberative sessions; we exclude additional research-
related costs we incurred and some other costs we judged to be difficult to generalize. The
implementation costs we report include:
e Participant costs, such as incentives or reimbursement for childcare or transportation
e Facilities costs, such as site rental, food, and drink

e Equipment technology, such as microphones, projectors, Internet connection, and
telephone conference lines

e Supplies, such as pens, paper, flipcharts, easels, and markers

Our per-group implementation costs are specific to our approach, including a composition of
12 participants per group in BCD, CD, and ODP, and 24 per group in CP. Per-group costs were:

BCD, $4,500
ODP, $4,900
CD, $6,900

CP, $23,500

For BCD, CD, and ODP, the largest area of implementation cost that we tracked was that of
equipment and technology, accounting for more than half of costs. In contrast, the greatest area
of cost for CP was participant-related costs (i.e., incentives, transportation, and childcare).

An important factor affecting the total costs of a deliberative project—not reflected in the costs
reported above—is the number of groups typically held when implementing a particular
deliberative approach. For example, for a given project, BCD usually convenes 10-12 groups,
whereas CP may convene only 1-2 groups.

Discussion and Implications

We highlight implications for the two aims of the project that are relevant to entities that use
evidence in decisionmaking, as well as those interested in using deliberative methods.

Our analysis of the public’s input into the overarching deliberative question highlighted several
areas for those entities that generate, translate, or use evidence to inform decisionmaking:

e Our findings show the public’s capacity to apply evidence and view health care issues
from a societal perspective—and under certain circumstances, to prioritize societal needs
over personal ones.

e Given that participants have particular concerns about the impact of harms—and are
willing to accept constraints on their autonomy to address harm—effectiveness studies
should be as attentive to this domain as they are to evidence of benefit.
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Researchers and policymakers’ concerns about the known limitations of research
evidence are shared by the public. These concerns have implications for generation of
evidence and translation of research findings.

To members of the public, more than to other stakeholders in health care, the term
evidence covers not only the findings of research studies, but also clinical judgment, test
results, trial and error, and common sense. The public’s use and understanding of the
term “evidence” highlights the complexity and inherent challenges in efforts to translate
and disseminate evidence.

Supporting the lay public’s use and application of evidence requires more than translating
the results of scientific studies into plain language. It also requires that clinical evidence
be put in the context of other factors when presented to support personal health decisions,
such as values, immediacy of results, convenience, or trust in one’s practitioner.

The public skepticism about the motivations of insurers, employers, researchers, and
government involvement in health care suggests the importance of transparency when it
comes to disclosing financial interests in health care overall, and specifically in the
generation and use of evidence of medical effectiveness.

Our analysis expanded the evidence base concerning public deliberation methods:

Deliberative methods offer a feasible and effective approach for organizations to obtain
informed public views on complex topics affecting broader constituencies. We found that
deliberation had similar effects on people, no matter what their race, ethnicity, age, or
educational attainment.

Our overall assessment was that each method was effective. However, the CP and CD
methods may be appropriate for more complex topics, while the BCD and ODP methods
may be appropriate for less complex topics. Planners will likely want to consider which
types of outcomes are most important, as well as the investment required to implement
the deliberative method.

Planners will likely want to consider which types of outcomes are most important, as well
as the investment required to implement the deliberative method.

Because all methods were effective to some extent in eliciting core values, shifting
knowledge and attitudes, and having an impact on participants, our overall findings
indicate that there is no one right way to conduct public deliberation. Planners who are
developing or modifying methods to suit their needs and preferences can weigh the types
of tradeoffs we identify and use our results to inform their choices.

Conclusion

Many organizations—researchers, health care providers, and public and private-sector
purchasers—as well as multistakeholder efforts to improve community health have an interest in
capturing the public voice on complex and value-laden health issues. Further, multiple topics
raised by participants over the course of the Deliberative Methods Demonstration—the
financing, structure, delivery, and oversight of health care services—are important policy issues
undergoing transformations in concept and design at the local, State, and national levels. The
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Community Forum Deliberative Methods Demonstration found that public deliberation was an
effective, feasible, and useful method to capture public input on these topics.

For More Information

For more information on the AHRQ Community Forum, please contact Joanna Siegel, Sc.D., in
the Center for Outcomes and Evidence at joanna.siegel@ahrg.hhs.gov.

The Community Forum Deliberative Methods Demonstration was conducted by the American
Institutes for Research under AHRQ Contract No. 290-2010-00005. Contact Kristin L. Carman,
Ph.D., at KCarman@air.org for further information. Organizations participating under
subcontract included the Center for Healthcare Decisions, Sacramento, CA, and the Center for
Deliberative Democracy and the Center for the Study of Language and Information at Stanford
University.
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Chapter 1. Introduction

The purpose of the Agency for Healthcare Research and Quality (AHRQ) Community Forum is
to improve and expand public and stakeholder engagement in AHRQ’s Effective Health Care
Program. A primary area of focus for this work is to advance methods for obtaining input from
the general public.

As part of this effort, we fielded the Deliberative Methods Demonstration to generate evidence
on the effectiveness of using deliberative methods to obtain public input. The demonstration was
a randomized controlled trial (RCT) in which deliberative methods were compared with a control
group that received reading materials only.

Background on Public Deliberation

What Is Public Deliberation?

Public deliberation methods provide opportunities to obtain informed perspectives on complex
topics that are value laden and that lack simple technical solutions. On such issues, public input
on what underlying values should be considered, potential tradeoffs in values, and potential
solutions and their likely uptake or resistance are important considerations in developing
programs or policies. More information on public deliberation can be found in The Use of Public
Deliberation in Eliciting Public Input: Findings From a Literature Review, available at
www.effectivehealthcare.ahrg.gov/ehc/assets/File/Deliberation-Public-Lit-Review-130213.pdf.

Deliberative methods are a distinct approach to obtaining public input. In public deliberation
members of the public are convened to obtain informed input about—and meaningful insights
into—how people think about a topic when they are informed. Thus information obtained
through public deliberation differs from that collected through surveys or focus groups, which
generally obtain more top-of-mind—that is, initial and more intuitive—responses and reactions.
In deliberative sessions, participants receive information that is intentionally neutral and
respectful of the full range of underlying values, experiences, and possible perspectives. They are
encouraged to discuss, learn from others, and examine and refine their own views.

As we show in Exhibit 1-1, public deliberation consists of four core elements: first, convening a
group of people (either in person or via online technologies); second, educating the participants
on the relevant issue(s) through educational materials and/or the use of content experts; third,
having the participants engage in a reason-based discussion, or deliberation, of all sides of the
issue(s); and fourth, recording and reporting the dialog to help the sponsors of deliberation
incorporate public perspectives when making decisions.



Exhibit 1-1. Core elements of public deliberation

e
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: i d options perspectives, and
through live or sses; an E prepared for the
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Deliberate

Several distinct deliberative methods have been developed and used previously. They share the
four core elements of public deliberation listed above, but differ on key features of
implementation such as intensity, whether they take place in person or online, and the use of
content experts.

How Has Effectiveness of Public Deliberation Been Evaluated?

Although considerable theoretical and case-study literature endorses the value of public
deliberation, little empirical research has been conducted about its effectiveness.! In the research
that has been done, effectiveness has been defined as—

The quality of deliberative experience or discourse. Based on participant self-reports,
researchers’ observations, or reviews of session transcripts, these measures typically
assess levels of equal participation, active participation, opportunity for adequate
discussion, respect for the opinions of others, and awareness of different perspectives.

Changes in participants’ knowledge or attitudes about the deliberative topic. A core
goal of deliberative methods is informed input, and a core assumption is that information
and discussion may alter the views of participants. Thus, typically using pre and post
surveys, these measures assess the effect of the deliberation on the participants’
knowledge, attitudes, perspectives, values, beliefs, opinions, or policy preferences on the
deliberative topics.

Changes in participants’ empathy and concern for issues affecting the community at
large. Using pre and post surveys, a number of studies have assessed the effect of
deliberation on civic engagement and capacity, engagement in the political process, sense
of self-efficacy, sense of empowerment, political efficacy and solidarity, and anticipated
post-meeting activity related to deliberation issues.

Impact on decisions by sponsoring agency. Ultimately, deliberation obtains
information that can influence decisions. Measurement constructs include the effect of
public input on specific laws, policies, or practices and on decisionmakers’ intentions to
act on the results of deliberation. These constructs are usually assessed through case
studies or surveys of decisionmakers who may use the findings from the deliberation.



Few well-designed comparative studies of deliberative methods or their alternatives have been
conducted. Thus, the evidence base on the effectiveness of one form of deliberation compared
with another, or on how various aspects of the deliberative process contribute to outcomes, is
limited.

Aims and Study Design
The primary aims of the Community Forum Deliberative Methods Demonstration were to:

e Inform AHRQ research programs on public views regarding the use of research
evidence in health care decisionmaking by obtaining informed public input on
questions central to the mission of AHRQ’s research programs regarding appropriate and
acceptable ways to use evidence.

e Expand the evidence base on public deliberation by evaluating whether public
deliberation is an effective and useful way to obtain informed public input for U.S. health
care research, as well as to identify a feasible set of choices among deliberative methods.

To achieve these aims, we refined and implemented four distinct approaches to public
deliberation on the topic of appropriate use of comparative effectiveness research in
decisionmaking. For Aim 1, we conducted a thematic analysis of the transcripts from the
deliberative groups to summarize participants’ responses to the deliberative question:

Should individual patients and/or their doctors be able to make any health decisions no
matter what the evidence of medical effectiveness shows, or should society ever specify
some boundaries for these decisions?

For Aim 2, we constructed a five-arm RCT in which participants were randomly assigned to the
four deliberative methods or a reading materials only control group. This experimental design
allowed us to assess the impact of deliberation on participants and identify differences by
deliberative method or participant characteristics by examining—

e Changes in participants’ knowledge of evidence and comparative effectiveness
research. The knowledge outcome captures the information gained based on questions
that were linked to the background educational materials provided to all participants,
including the control group. Although participants likely gained additional knowledge
from presentations or discussion in deliberative sessions, we measured only the
information from the educational materials, which was the most conservative test of
increasing knowledge.

e Shifts in participants’ attitudes about the use of evidence in decisionmaking. Change
in attitudes is often assessed as an intermediate outcome of effective deliberation. A core
assumption of deliberation is that information and discussion may alter the views of
participants as they come to a more informed judgment on the topic. These shifts in
attitudes do not have to be for or against a decision; rather, a shift may reflect greater
acceptance or greater doubt about one’s convictions.! Although we used attitude change
as a measure of effectiveness, we had no hypotheses for the direction of attitude change.
Further, we had no expectation that deliberation would produce group consensus around
these attitudes. We assessed attitudes regarding the use of medical evidence in
decisionmaking, including questions specific to the case studies on hospital quality and



treatment of upper respiratory infections, and questions on consideration of costs in
decisionmaking.

e Participants’ self-reports of the impact the deliberative experience had on them, as
well as the quality of discourse and implementation. Impact of deliberative experience
included how the experience affected participants’ opinions, whether participants thought
the process affected their views, and whether participants thought the process was
worthwhile. The quality of discourse and implementation included participants’
perceptions of the level of participation by all group members, the level of respect for
other group members’ views, the degree to which participants constructively deliberated
the issues, and how well the deliberative methods were implemented.

The study took place between July 2010 and December 2013.

Organization of This Report

This report is divided into three sections. In Section I, we present details about the deliberative
methods design and implementation (Chapter 2) and study design and research methods
(Chapter 3). In Section Il, we summarize the public’s response to the deliberative question
(Chapter 4), describe findings from the RCT (Chapters 5-9), and present the results of the cost
summary for each deliberative method (Chapter 10). In Section 11l (Chapter 11), we discuss
findings and highlight implications.



Chapter 2. Design and Implementation of the
Deliberative Methods Demonstration

This chapter describes the conceptualization and development of the Deliberative Methods
Demonstration. We describe the common principles underlying public deliberation that shaped
our work, the unique features of the four interventions we used (the deliberative methods), a
summary of each of the four methods, the educational materials and case studies used in the
deliberative methods, the range of decisions and activities that went into the process of making
the Deliberative Methods Demonstration fully operational, and a high-level description of
implementing the demonstration. We explain our process and provide detail to support those who
may wish to replicate one or more of the deliberative methods in other contexts.

Public Deliberation: Defining Principles and Core Elements

To inform our decisions about the design, measures, and deliberative questions to consider in the
study, we conducted a literature review, interviewed key informants, and convened a Technical
Expert Panel. (See Appendix A: Technical Expert Panel.) These activities helped us—

Gain a comprehensive understanding of public deliberation and its underlying principles

Identify features of deliberative processes that may affect outcomes

Identify features that affect the feasibility and scalability of public deliberation

Highlight commonalities and differences among the methods

Identify methods and measures for our evaluation of public deliberation (Chapter 3)

We assembled a multidisciplinary team of prominent researchers and experts in the fields of
public engagement and deliberation, as well as large-scale experimental research design and
evaluation, to help design and implement evidence-based deliberation.

What Features Make Public Deliberation Unique?

Public deliberation is a process in which members of the public are faced with an ethical or
values-based dilemma and asked to engage in the careful weighing of alternative, often
competing, arguments.® Participants are often asked to generate solutions or recommendations
about an issue for use in a policy or other decisionmaking context.

Public deliberation as a form of public consultation or political participation is an alternative to
other approaches, such as opinion polling, that elicit top-of-mind responses. It is also distinct
from traditional forms of public engagement, such as focus groups and town halls, because it—

e Emphasizes education and engagement in new information, usually through written
materials and sometimes through conversation with experts on the issues at hand

e Requires the practice of reason-giving, as participants are explicitly asked to provide the
rationale for their positions

e Demands balance, ensuring that all sides of an issue are considered

e Encourages participants to become social decisionmakers, as well as to consider and
speak from their individual points of view.



These features of public deliberation make it uniquely suited for bringing values-based or ethics-
laden policy issues to the public for consideration, presenting an opportunity to gain reason-
based input from the public on societal issues.

All four of the deliberative methods we chose incorporate these principles. In each group,
participants were encouraged, but never required, to view an issue from a social as well as an
individual perspective and to consider the tensions around values that were presented, thereby
ensuring that participants could express a full range of views.

Also, although some deliberative methods may ask participants to reach consensus, an early and
important decision in this study was to avoid requiring consensus to maximize free-ranging
discussion.

What Makes for Effective Public Deliberation?

The literature review revealed several design elements that promote successful deliberation. We
incorporated them as we designed the demonstration.

Select a topic that affects the common good and to which participants can make a
meaningful contribution. During the literature review, we identified and compiled the
following criteria to guide selection of the deliberative question for this study:

e An ethics- or values-based issue affecting the common good*
e Salient to the public?

e Meaningful (i.e., the input will be valued)*

e Providing opportunity for common ground®”

e Timely and relevant to current public policy*®*

e An issue to which the public can contribute®®

The Technical Expert Panel we convened corroborated these criteria, emphasizing the
importance of trust in the process, legitimacy of the process, and assuring participants that their
input will make a material contribution to public policy or decisionmaking. This feedback helped
move us away from early versions of questions that focused on specific diseases or health
services delivery situations. After review and comment by the Technical Expert Panel, the
deliberative question addressed larger societal dilemmas related to clinical research and aspects
of the comparative effectiveness research enterprise—specifically, the use of evidence. We detail
our final selection of the question in the Implementation section later in this chapter.

Include and represent diverse perspectives. Across all methods, participants were selected to
reflect the general public, not on the basis of professional affiliation or membership in a
stakeholder group. We made special efforts to include African-American women, Hispanic
participants, and people age 65 and older. As described in Chapter 3, we developed a complex
sampling (and thus recruitment) strategy to match the demographic makeup of a region,
inclusion/exclusion criteria, and targets for priority populations.

Provide balanced information as part of the educational component. As a necessary
condition for public deliberation and informed public input, participants were given accurate
balanced information about the relevant issues. After topic selection, we developed educational
materials to provide information on quality health care, medical research and medical evidence,



comparative effectiveness research, and health care costs. We also developed case studies, or
vignettes, to illustrate the tradeoffs between competing values and encourage deliberation on the
deliberative topic. We used cognitive testing (i.e., indepth individual interviews) for all written
materials to assess comprehension, readability, and perceived balance in presenting information.
We created the Community Forum Web site for easy distribution of materials. In addition, we
recruited content experts to provide participants with additional information. In the section
below, we describe the educational materials and use of content experts in more detail.

Set expectations with participants. We addressed two issues with respect to participant
expectations. First, our literature review revealed that deliberation is more successful if
sponsoring organizations demonstrate that they value the participants’ involvement and will
seriously consider their input. To that end, we worked with AHRQ to produce two videos
featuring then—AHRQ Director Carolyn Clancy, who conveyed the importance of participation,
discussed how input would be used, and provided the visual of a high-ranking representative to
make the project more real and exciting. This video was shown at the beginning of each session.
A shorter video was shown 1 week prior to the deliberation to help with recruit retention.

The second issue was the need to convey to participants that their life experiences made them
experts and that their voices were important, along with the other voices in the group. This
framing helped participants feel comfortable speaking up, but also reinforced the need for
participants to relate to each other with civility, to respect one another’s opinions even when they
disagreed, and to give their opinions along with reasons for them.

Encourage active debate and equal opportunities to participate. Regardless of the facilitation
methods (active or passive), the ultimate goal was to achieve active deliberation, in which the
discussion is so engaging that participants stop using the facilitator as an intermediary and
simply talk to each other. Tools such as small breakout groups, one-to-one discussions,
participant-led discussions, and open space were used in the in-person methods to ensure all
participants had the opportunity to engage in the discussion. Other techniques included silence,
calling on participants they had not heard from without naming them, and asking for different
viewpoints.

Foster a safe environment for reason-giving, open-mindedness, and sharing. Across all
groups, participants were asked to engage in reason-giving (substantiating their opinions,
thoughts, and preferences with values, ethics, experiences, personal stories, references to data,
and other reasons). Our facilitator training, described later in this chapter, addressed techniques
for maintaining a safe environment by developing ground rules as a group, encouraging
participants to see themselves as experts, and asking participants to share the rationale behind
their opinion. We used facilitation tools, such the “five whys,” an iterative question-asking
technique, to explore underlying values and beliefs.

We carefully considered and operationalized these elements in the development and
implementation of all the deliberative methods. Our approaches for addressing each aspect are
shown in Exhibit 2-1.



Exhibit 2-1. Approaching the elements that promote deliberation quality and effectiveness

Design Element of Effective Deliberation ’ Team Approach To Address Element

Select a topic that affects the common good and to e Developed deliberative topic around health research and
which participants can make a meaningful contribution decisionmaking
Use real-world deliberative methods e Selected and designed four deliberative methods based

on methods that have been previously implemented

Include and represent diverse perspectives e Used a complex sampling strategy to match
demographic makeup of region, inclusion/exclusion
criteria, and targets for AHRQ priority populations
(described in Chapter 3)

Provide balanced information as part of the educational | e Developed educational materials and case studies and
component used cognitive testing to assess comprehension and
balance

e Recruited experts to provide additional information as
needed by method and to capture different sides of
relevant issues

o Developed Community Forum Web site for easy
distribution of materials

Set expectations with participants regarding their role, e Developed and used video from AHRQ, with invitation
the activities in which they will participate during from the current AHRQ Director
deliberation, and how the findings from deliberation will

e Set expectation that all participants come as experts in

be used their own right

Encourage active debate and equal opportunities to e Conducted facilitator training

participate in the discussion ¢ Included questions to encourage debate and ground

rules for each method in facilitation guides

Foster a safe environment for open-mindedness, e Developed detailed facilitation guides, ice breakers,
sharing, and reason-giving breakout groups

Note: AHRQ = Agency for Healthcare Research and Quality.

Designing Four Deliberative Methods

We selected four distinct types of deliberative methods that have been used in prior public
deliberations and reflect important differences in implementation and intensity. The literature
review, the Technical Expert Panel, and our team’s experience indicated that such differences
should include the number of participants, session length, mode of interaction, and use of content
experts. Other characteristics that varied by method included presentation of educational
materials, use of breakout groups, communication between sessions among participants, and use
of polling during deliberation. The characteristics also had an impact on cost.

As Exhibit 2-2 shows, these methods did indeed vary, featuring different participant time
commitments (2-20 hours), principal modes of implementation (online versus in person), and
use of content experts, and single versus multiple sessions.



Exhibit 2-2. How the methods varied

Number of
Participants Per Structure and Mode of Use of Content
Method Group Intensity Communication Experts

Brief Citizens’ 12 participants 2 hours total; one Face to face None
Deliberation (BCD) session
Community 12 participants 6 hours total; two 2.5- Face to face; Online
Deliberation (CD) hour sessions 1 week asynchronous online | communication with

apart with 1 hour between sessions two experts via

average online time discussion board

between sessions

Online Deliberative 12 participants 5 hours total; four 1.25- | Teleconference Recorded Q&A via a

PoIIing® (ODP) hour sessions 1 week (synchronous moderator with three
apart online) experts

Citizens’ Panel (CP) 24-30 participants | 20 hours total; one 3- Face to face Presentations and
day session: two 8-hour Q&A with seven
days and one 4-hour experts
day

Reading Materials N/A 1 hour reading time at | Written materials N/A

Only Group (Control) home received via Web

site

Note: N/A = not applicable; Q&A = question and answer.

Specifically, the deliberative methods and control were as follows:

Brief Citizens’ Deliberation (BCD)

In this method, 12 participants met in person once for 2 hours. After participants gave summaries
of the educational materials, they discussed a single case study, Comparing Hospital Quality
(hospital quality), described below. No experts made presentations. A single facilitator and a
single note-taker supported these groups. Facilitation was active, designed to encourage attention
to the tensions between social values, ethical principles, and the individual versus societal
perspective. We held 24 BCD groups, 6 at each location.

Community Deliberation (CD)

This method involved two deliberative sessions, each 2.5 hours long, 1 week apart, for each
group of about 12 participants. In the first week, participants discussed the case study Upper
Respiratory Infections in Children: Antibiotics Versus Symptom Treatment (URI). During the
week between in-person sessions, participants interacted through an online discussion board. In
the online setting, two experts provided statements regarding the URI case study, answered
participants’ questions, and asked questions of their own. At the second in-person session,
participants completed discussion of the URI case and went on to discuss the hospital quality
case study. A single facilitator and a single note-taker supported these groups. During the in-
person sessions, facilitation was intended to be active, as described for BCD above. We held 24
CD groups, 6 at each location.
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Online Deliberative Polling® (ODP)?

In this method, each group convened online four times, once a week over a period of 4 weeks,
using one case study (hospital quality). Each meeting was a 1.25-hour online session, during
which about 12 participants engaged in discussions via a dedicated Web site and Internet-based
audio conferencing. Student facilitators with no prior experience in facilitation or health care
moderated these groups; they were trained to intervene as little as possible, while still attempting
to ensure consideration of the competing arguments in the reading materials. This facilitation
style was put in place in order to maintain the neutrality of the moderator. During the first two
sessions, participants began exploring issues about hospital quality. Following discussion, the
groups had the opportunity to generate questions to be addressed offline by a panel of three
experts. The panelists’ responses were played back to participants during the third session and
were the basis for further conversation in the final session. We held 24 ODP groups.

Citizens’ Panel (CP)

Citizens’ Panel involved 2.5 days of deliberation: all day on a Friday and a Saturday, plus half a
day on Sunday. There were 24 to 30 participants in each group. All five case studies were used.
Experts were linked to the group through Skype at key points during the session to provide
additional information and different points of view on the issues in the overarching question and
the case studies. A clinical expert, who was also a member of the research team, presented on
comparative effectiveness research and addressed questions from participants on clinical and
related issues. Three facilitators and two note-takers supported these groups. This method
permitted the use of smaller breakout groups moderated by a facilitator, as well as an open space
in which participants could interact without facilitation. Facilitation in this method was active,
designed to encourage attention to the tensions among social values, ethical principles, and the
individual versus societal perspective. We held four CP groups, one at each location.

Reading Materials Only Control Group (Control)

Participants assigned to the control intervention received educational materials via an email link.
Materials included the same background booklet provided to the deliberative groups, Preparing
for the Community Forum, as well as three of the case studies: hospital quality, URI, and Obesity
Management: Comparing Treatment and Prevention (obesity management). We chose three of
the five case studies to present to the control as a midway point between the other methods,
which received between two and five case studies. Participants did not convene in groups to
deliberate. We estimated an hour of reading time.

Commonalities and Differences Among the Methods

The principal commonalities and differences among the deliberative methods are summarized in
Exhibit 2-3. As mentioned, we developed our deliberative methods based on their use in the real
world, and implemented them as they would be implemented absent the experiment (except for
required additional research activities).

*Findings from this study about the Online Deliberative Polling® method do not apply to the In-person Deliberative
Polling® method.
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Exhibit 2-3. Commonalities and differences among the deliberative methods

Commonalities | Differences
e Participant makeup: Participants were selected to | e Length of deliberation: This ranged from 2 hours in the
represent the general public, and not on the basis of BCD method to 20 total hours in the CP method.
their profession, affiliation, “stake,” or membership in | ¢ Mode of interaction: Two of the methods used face-to-
a stakeholder group. face deliberation and one method used online
e Balanced educational materials: Participants were deliberation; one method (CD) combined both modes.
informed on the topic via educational materials that | e Use of experts: Three of the four deliberative methods
were tested to ensure they are accurate, easy to included experts to help inform participants on the
read and understand, and balanced in their deliberative topic by presenting a range of perspectives
presentation of information and perspectives. demonstrating the complexity of the issue. BCD was the
e Concrete tasks and examples: Participants gave exception.
input on a clearly defined task or dilemma. e Review of background materials: Although all groups,
e Reason-giving: Participants were asked to engage including the control group, received complete
in reason-giving (substantiating their opinions, background materials, BCD and ODP spent less time
thoughts, and preferences with values, ethics, reviewing these materials during the sessions.
personal experiences, information, and other types e Discussion of case studies: Five case studies were
of reasons). developed. One, the hospital quality case, was used in all
e No goal of consensus: Participants were not asked methods. A second, the URI case, was used in CD and
to reach consensus. CP. Three other case studies were used only in CP.

Note: BCD = Brief Citizens’ Deliberation; CD = Community Deliberation; CP = Citizens’ Panel; ODP = Online
Deliberative Polling; URI = upper respiratory infection.

Developing the Deliberative Topic

Across all methods, the Deliberative Methods Demonstration elicited public input on the use of
research evidence in health care decisionmaking. The topic was presented to participants as a
clearly defined dilemma on which to provide input. We posed the following deliberative question
to all participants:

Should individual patients and/or their doctors be able to make any health decisions no
matter what the evidence of medical effectiveness shows, or should society ever specify
some boundaries for these decisions?

This deliberative topic encompasses several themes, including—

e Use of evidence to encourage better health care. Is evidence useful (or what kind of
evidence is useful) to a clinician and patient considering a test or treatment that has been
found to be ineffective, less effective than another, or riskier than another, or for which
effectiveness has not been demonstrated?

e Use of evidence to encourage better value. Is evidence useful (or what kind of evidence
is useful) to a clinician and patient considering a test or treatment that is effective even
though an equally effective but less expensive alternative is available?

e Decisionmaking when evidence shows more complex tradeoffs. Is evidence useful (or
what kind of evidence is useful) in treatment decisions that involve the balancing of
effectiveness, risk, and value?

We determined that the deliberative question was appropriate for deliberation for several
reasons. First, the use of evidence in decisionmaking relates directly to AHRQ’s support of
research that helps people make more informed decisions and improves the quality of health care
services. Public input on this question had the opportunity to make valuable contributions to the
AHRQ program. Second, the question required participants not only to understand how evidence
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is generated and used, but also to discuss difficult tradeoffs concerning the impact on individuals
and communities when evidence is or is not applied in medical decisions. Finally, responses to
the question would elicit the public’s values about whether patients and physicians have a social
responsibility to make evidence-based health care decisions. The question cannot be answered
through an examination of technical information alone, because views are inherently shaped by
important social values and ethical issues.

Educational Materials and Experts

To inform the development of educational materials, we conducted six focus groups with
members of the lay public. These focus groups helped clarify strategies and appropriate content
for such topics as comparative effectiveness research, importance of community input,
understanding and interest in various medical conditions, and terminology. We also conducted
cognitive interviews to assess comprehension and readability of all educational materials.

For the study, we disseminated the educational materials to all recruited participants after they
completed the Knowledge and Attitudes Pre-Test Survey (as described in Chapter 3, Research
Methods) but before they took part in their deliberative method—about 1 week in advance of
their session.

Exhibit 2-4 summarizes the educational materials and experts used for each deliberative method.
All methods used the Web site, watched the video featuring Carolyn Clancy, and received the
Preparing for the Community Forum booklet and the hospital quality case study but varied on
other materials.

Exhibit 2-4. Participant educational materials for each deliberative method

Deliberative Deliberative Deliberative Deliberative

Participant Educational Method: Method: Method: Method:

Materials BCD CD ODP CP Control
Community Forum Web site X X X X X
e I x . . .
o eatns x x . . .
Case Studies
Hospital quality X X X X X
URI - X - X X
Obesity management - - - X X
Heart disease - - - X -
Fictional case - - - X -
Expert-Specific Materials
Expert photos and biosketches - X X X -
Expert Po_werPoint ) ) _ X _
presentations
Expert question and answer i i X i i
recorded session
Expert statements - X - - -

Note: BCD = Brief Citizens’ Deliberation; CD = Community Deliberation; CP = Citizens’ Panel; ODP = Online
Deliberative Polling; URI = upper respiratory infection.
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Background Educational Materials

Prior to their participation, all participants received the Preparing for the Community Forum
booklet, which described the overall purpose of the project, AHRQ and its reason for sponsoring
the project, and what to expect. It also gave definitions and facts on medical research and
medical evidence, quality health care, and comparative effectiveness research. Information on
rising health care costs and who pays for health care was included to provide context for the
discussions. We did not provide information on rules, guidelines, or any other types of
boundaries in health care; rather, we allowed interpretations and discussions of boundaries to
arise spontaneously. Because of differences in the length of interaction across the four methods,
the length of time spent addressing the booklet also varied. The booklet can be found in
Appendix B.

Case Studies

To help participants grapple with a complex topic and a fairly abstract question, we developed
specific case studies to provide context for each deliberation. The five case studies emphasized
certain aspects of the use of evidence and different themes related to the overarching question.
Each case study is described briefly here and included in full in Appendix C. We provide more
detail on the first case (hospital quality) because it was used in all methods.

Comparing Hospital Quality. This case study presented evidence on the differences in clinical
results for several procedures between hospitals that had high versus low volume for such a
procedure. All methods used this case study as a way to discuss the overall deliberative question.
BCD and ODP discussed only this case study. CD discussed this case study in the second session
after discussing the URI case study in the previous session. CP discussed this case study toward
the end of the second day of deliberation. The control group also received this case study.

The primary tensions in the case study were—

e Whether evidence of clinical effectiveness should be the sole or primary basis for
deciding on a hospital, or whether other aspects of health care, such as proximity to home
and family or a better experience of care at a smaller hospital, were just as, or more,
important.

e The importance of free choice of provider (hospital) under an insurance plan versus the
obligation to follow what the evidence indicated about quality of care to assure better
medical outcomes overall.

e Having access to the “better” hospital versus the potential impact on the town of having a
local hospital lose business and perhaps close because of reduced patient census.

The BCD and CD methods presented the case study in two separate parts. The first part
examined using evidence of clinical results in determining whether individuals should get care at
a low- or high-volume hospital. Participants responded to the following prompt statements:

Given the differences in results for some patients in these low- and high-volume hospitals, which
of the three statements is closest to your view?

e How hospital staff treat a person (such as being respectful, communicating well, etc.) is
more important than the differences in clinical results.
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e Regardless of what the evidence shows, people should trust that their doctors will provide
the best care, no matter which hospital they go to.

e People should only use the hospitals that get the best clinical results.

The second part of the case study asked participants to assume the role of societal
decisionmakers as members of a town council who had to choose between two health plans:

Health Plan A (low-volume hospital). This plan covers all the services available at
Springview Community Hospital, the low-volume local hospital. The only services covered
for the high-volume Regional Medical Center 50 miles away are specialized care not
available at Springview Community Hospital.

Health Plan B (high-volume hospital). This plan covers all services at the larger Regional
Medical Center 50 miles away, which has better clinical results for several specialized
surgeries. This plan pays for services at Springview Community Hospital for two situations:
(1) maternity care and (2) emergency care before transferring patients to Regional Medical
Center.

The town council must choose one of these health plans for local government employees. Since
the local government is the town’s largest employer, choosing Plan B would likely cause the
local low-volume hospital to lose many patients and possibly to close. Given this information,
participants deliberated about which plan to choose.

The ODP method presented the case study in three parts, including a second part assessing cost
considerations with low- and high-volume hospitals. The materials for the ODP groups did not
include the prompt statements. Instead, the case study included pro/con tables and a list of
discussion questions after each part of the case study.

The CP method included the same information as BCD and CD, but groups discussed the case
study as a whole (not broken into parts). Also, this method did not use the facilitator prompts
after the first part of the case study, allowing instead for small breakout groups to discuss, with
an elected member from the group facilitating, which plan they would choose and why.

Upper Respiratory Infection in Children: Antibiotics Versus Symptom Treatment. Participants
in the CD and CP methods, as well as the control group, received this two-part

case study. First, participants received evidence that antibiotics, which fight bacterial infection,
have no benefits for a child with a viral URI. They were also told that

90 percent of URI cases are viral and that the American Academy of Pediatrics cautions
physicians not to use antibiotics unless they know the child has a bacterial infection. Then
participants weighed the medical evidence of antibiotic overuse with parent and physician
autonomy to use antibiotics (individual choice) and discussed what, if any, boundaries should be
established to avoid overuse.

Second, participants learned about methicillin-resistant Staphylococcus aureus (MRSA)
infection as a societal impact of overusing antibiotics. Participants faced the additional tension of
the need to avoid societal harm versus the freedom of choice of individual doctors and/or
patients.

Participants in CD discussed the two parts separately during their first session. Participants
continued the URI discussion online among themselves and with experts between their two
sessions, and readdressed the issues at the beginning of the second session. CP participants
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discussed both parts of the URI case study together, focusing on whether the evidence of harm
from overusing antibiotics justified societal boundaries.

Obesity Management: Comparing Treatment and Prevention. Participants in the CP and the
control group received this study. Multiple social values and ethical principles were in conflict in
this case, including, in addition to the primacy of evidence—

e Personal responsibility for lifestyle choices
e The value of prevention versus treatment

e The role of society in shaping an environment that increases people’s ability and
inclination to eat well and exercise regularly

e The role of government in establishing incentives (i.e., making certain behaviors more
costly or difficult)

The case provided background information and evidence about the obesity problem in the United
States, health problems associated with obesity, current approaches for managing obesity (e.g.,
diet, exercise, surgery), and current approaches for preventing obesity (e.g., changing the school
or community environments, taxing unhealthy food). The case asked participants to allocate
money from a Federal grant to efforts to reduce obesity. The first time we presented this case
study to participants in Chicago, we used an open-ended question (without presenting specific
options) and found that participants were unsure how to respond. In the remaining three
locations, to make the discussion more concrete, participants were asked to choose three of six
options to reduce obesity: (1) intensive diet and exercise programs for the moderately obese,

(2) bariatric surgery for the moderately obese, (3) changing the community environment,

(4) changing the school environment, (5) increasing taxes on non-nutritious foods for people who
buy them, and (6) increasing taxes on companies that make non-nutritious food.

Heart Disease Treatment: Comparing Medicines Only and Stents Plus Medicine. Used only in
the CP method, the heart disease case study provided information and evidence about the relative
benefits of using medicines only versus stents plus medicine to treat mild heart disease. This case
also involved tensions between two sets of implications: on the one hand, individual patient and
physician autonomy and choice, and on the other, the need to protect patients from harm and
society from incurring medical expenses that could be viewed as unnecessary.

The evidence in the case indicated that 33 percent of people with mild heart disease should
receive a stent as the first line of treatment, but that 55 percent of people with mild heart disease
currently receive stents as the first option. The case made clear that patients who had stents also
had to take medicines indefinitely. Stents have more risks and are a more costly option but offer
faster relief. With this information, participants assumed the role of a patient advisory board to a
health insurance plan and discussed what recommendations they should provide to the health
plan. The case study was presented on the first day. Participants discussed background
information in the large group and deliberated during smaller breakout groups. The full group
later reconvened, and a representative from each breakout group summarized its
recommendations to the health plan.

Comparing Approaches To Preventing Iliness: A Fictional Case. Because the obesity
management case study took longer than expected in the first location (Chicago, IL), this case
study was used only in the CP method for the final three locations (Durham, NC; Silver Spring,
MD; and Sacramento, CA). The case study asked participants to make treatment decisions
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regarding a fictional illness called Shake, Rattle, and Roll (SRR). In this case, patients who
contract SRR develop severe symptoms and become completely dependent on others for their
personal care. The tensions in the case included prioritizing length of life versus quality of life,
considering health consequences versus costs, assessing prevention versus treatment, asking
people to take personal responsibility (to exercise) versus having society protect everyone
(putting medicine in the water), the number of people affected by a problem, fairness, and
freedom of choice (having medicine put into the water).

A person would have a 1 in 50 chance of developing this fictional illness. Participants discussed
three approaches to managing SRR:

e Option 1 focused on treating this illness with an expensive medication ($25,000 per
patient per year) that was successful in treating only 50 percent of the cases.

e Option 2 focused on prevention by encouraging everyone to exercise 30 minutes per day
every day. In this option, public health officials estimated that only 50 percent of the
population would exercise every day and that it would cost $1,500 per person to train the
public to do the exercises. As such, this was the most expensive option.

e Option 3 focused on prevention by putting an inexpensive medicine in the water supply
($5 per person). However, 1 out of every 1,000 people who drank the water would
eventually die from an allergic reaction. This was the cheapest option.

Use of Content Experts

Three of the four deliberative methods (CD, ODP, and CP) included experts to help inform
participants on the deliberative topic. To select experts, we pursued two strategies recommended
by the deliberative literature:

e Retain expertise that provides state-of-the art information that describes contradictions in
the information base.

e For value-laden issues, retain expertise on both sides of a position so that participants can
become familiar with differing approaches to the content issue.

The experts represented a range of perspectives, demonstrating the complexity of the issue. The
three methods used experts in different ways:

e CD. Two experts each developed a written statement pertaining to a case study. One was
a clinician, the other a clinician with training in bioethics. Their statements were posted
on the Web site used by participants between their two in-person meetings. Participants
could post questions for the experts and engage in asynchronous discussion with them
and each other.

o ODP. Three experts responded to questions from ODP participants. Questions were
developed in each of the 24 ODP groups separately, then reviewed and consolidated by
ODP facilitators into one set of questions, posed to the experts in an audio-recorded panel
format. The experts’ responses were played back to the participants in their third online
deliberative session.

e CP. Seven experts presented their views at different times and on different topics via
Skype. Participants asked direct questions of the experts, and experts posed questions to
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their fellow panelists. One clinical expert attended in person to cover information about
comparative effectiveness research, providing an opportunity for questions and answers
throughout the session.

Creating the Community Forum Web Site

We worked closely with the Center for the Study of Language and Information at Stanford
University to build a custom design based on the Deme content management framework (“Deme
sites”). We developed five Deme sites—tailored for each method plus the control—to include the
materials for each group. We also used the Web site to give participants written and video
materials on the purpose of the project, the sponsoring organization, and what to expect during
the group.

Using the Deme Web site to post premeeting educational materials and information about the
groups helped us to welcome participants, familiarize them with the process, and provide a
personal touch through our facilitator photos and the message from the Director of AHRQ as the
first steps in engagement.

Use of Deme for Community Deliberation

We used the Deme platform to support asynchronous communication for CD during the week
between in-person sessions. We asked participants and two experts to join an online discussion
on the questions and case study from the first meeting, to review an additional case study, and to
respond to a poll on the issues discussed during the first meeting. Participants could log in at
their convenience during the 1-week period. The experts visited the site regularly to answer
participants’ questions, respond to comments, and provide additional perspectives on the topics.

The CD Deme site included the features below. Screenshots of the Deme Web site are shown in
Appendix D.

e Welcome—Home Page and Recources: Brief description of the Community
Deliberation group; links to resources, such as the materials and instructions; tabs for
information about the experts; discussion board; and polling Web pages, as well as a
resource box with the handouts and materials from the first in-person meeting.

e Meet the Experts: Each expert’s biosketch, photo, and brief statement on the deliberative
issue(s) being discussed.

e Discussion Board: A place for participants to view ongoing discussions, reply to a
comment, or start discussion topics (threads). Participants could post their discussion
topics and responses at their leisure. All topics and responses were visible only to
participants, facilitators, and observers within their CD group.

e Take the Poll: A page where participants could agree or disagree with three responses to
the issue they discussed during the first in-person meeting. After submitting their
responses, participants could post additional views on the statements by commenting in a
text box.
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Use of Deme for Online Deliberative Polling

We also used Deme to integrate with the WebEXx software platform, the primary method for
supporting the synchronous communication among ODP participants. Participants signed on to a
Web-based teleconference at their assigned time. They used their computers/mobile devices to
view the same material onscreen in real time and communicated orally over the telephone
conference line. Participants accessed each ODP session via a “Join Discussion” link on their
Deme site, which was configured specifically for each of the 24 groups each week. We gave
participants contact information for the Deme support team in case they encountered technical
issues. Finally, at the end of the 4 weeks, we revealed a tab on each group’s Deme site titled
“Take Your Survey,” where participants could complete the Deliberation Quality and Experience
survey.

Facilitating the Deliberative Sessions

We developed facilitators’ guides for each method, specifying step-by-step activities, timing, and
staff responsibilities for the interactive process. The guides spelled out, sometimes in specific
language, what would be discussed, the desired elapsed time for each part of each session, and
verbal probes for facilitators to use at will. These probes could refocus the group on various
issues in a case or test participants’ response to boundaries by changing factual elements of a
case (i.e., “suppose that...”). Individual facilitators could modify language used in the guides so
it was consistent with their own style. Changes were not permitted to some language, such as that
used in the overarching question.

The facilitators’ guides were developed by the method lead(s) for each deliberative method and
reviewed in detail by other team members. Guides were thoroughly reviewed and amended by
those who would actually be facilitating. The guides were then tested in nine-person pilots,
discussed below, and revised based on participant feedback and observation.

How We Selected Facilitators

Three of the four deliberative methods called for active facilitation, while the fourth method,
ODP, used passive facilitation as a way to encourage participants to take a more proactive role.
Several of our facilitators were seasoned in public deliberation, while others were experienced in
facilitating other kinds of processes (e.g., focus groups) but had little or no experience with
deliberation. ODP employed student facilitators with little or no previous facilitation experience;
these were selected 1 month prior to the online sessions.

Because we wanted the experiment to be easy to replicate, we chose not to use only experienced
public deliberation facilitators in our three in-person methods. Although many people across the
country are experienced in focus group or meeting facilitation, far fewer have experience in
facilitating public deliberation. The use of facilitators with a range of backgrounds meant
facilitator training was part of the project.

How We Trained Facilitators

Training for in-person methods. Facilitator training took place after the facilitators’ guides had
been revised based on the pilot findings. For the in-person methods, we held trainings over a 2-
day session. All facilitators had a background in health care. Training goals were to introduce the
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methods, develop an understanding of deliberation and how it differs from focus groups, create
opportunities to practice, engender team building among the facilitation team, and identify
outstanding issues and solutions.

Prior to training, facilitators were asked to read the facilitators’ guides, case studies, and
background information that participants received. They were also given a resource packet,
including tips and tools developed by other organizations. As pre-training homework, each
facilitator presented a case study to family and friends and led them through a deliberative
process. Training focused on practicing skills through mock deliberations, using the facilitators’
guide as well as the case studies. Facilitators led small groups through the case studies,
developing questions to help the group discuss their values and beliefs on a particular issue.
Skilled facilitators were available within each group to provide feedback to new facilitators on
presentation skills, strategies for probing, and how to be flexible within groups as they process
and communicate.

Trainings were held 3 months prior to the demonstration so that facilitators could continue
practicing their skills with friends, family, and coworkers. Bimonthly calls with the full
facilitation team let trainees walk through any challenges and enhance facilitators” guides and
case study presentations as needed. During the demonstration, facilitators of each in-person
method met weekly to discuss their experience, bring up any issues, and provide helpful
facilitation techniques to others.

Training for online method. Facilitators for ODP attended a 1-day training. Facilitators were
students, the majority of whom had no prior experience in facilitation or in health care, since this
method does not require experience in those skills. The goals of the training were to provide an
introduction to online deliberative polling, review briefing materials, test online software, create
opportunities to practice, and identify outstanding issues and solutions for addressing them.
Facilitators were given a facilitators’ guide, case studies, discussion points, and a technical guide
on how to moderate an online discussion.

During the first half of the day, participants learned how to log into the dedicated Web site and
how to start a WebEX session for participants to engage in the discussion. Facilitators had to
understand this technology and help guide participants through any technical issues for the first
5 minutes of the session as needed. A technical support specialist was also on the group call to
assist after the 5 minutes had passed so the group discussion could begin.

The second half of the day focused on practicing the discussion points laid out for each case
study. Students engaged in mock deliberations and led discussion groups by opening the
discussion and asking questions from the discussion points document. Students practiced being
both a moderator and a participant. The workshop leaders provided real-time feedback to the
group, addressing any challenges, and putting an emphasis on objectively moderating the
discussion without revealing individual preferences or sharing materials not already in the
briefing documents. The training was held 2 days prior to the actual deliberation so that student
facilitators retained the information.

Pilot Testing the Methods

We conducted pilot tests of each deliberative method in January 2012, implementing the
methods with up to nine community participants. The number of participants ranged from six in
CD to nine in CP. Our goal during the pilot was to ensure that the various study components
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were implemented effectively, including recruitment and randomization procedures, educational
materials, use of experts, technology tools, facilitation, and administration of the Deliberation
Quiality and Experience Survey, which is described in Chapter 3.

The pilots were facilitated by one lead and one cofacilitator. They used a truncated version of the
facilitators’ guides, the full background Preparing for the Community Forum booklet, and at
least one case study. The pilots clearly illustrated changes that needed to be made, including—

e How to introduce the sponsoring organization, which was generally unknown to the
participants

e Providing further explanation of why participants’ input is valued
e How to frame the hospital quality case study when the tension was not understood
e Changes to the probes to discern participants’ underlying values and beliefs.

We also realized in the pilots that the facilitation style was too didactic in the beginning, as
facilitators were reading the education materials out loud. We amended our approach by having
participants break into small groups at the start of the session to discuss the Preparing for the
Community Forum booklet, which they then presented to the group.

For the pilots, we used a Chicago-based online recruitment firm. We had a difficult time
recruiting and retaining enough participants and ensuring diversity in all the groups. Because of
this experience, we decided to use traditional recruitment firms located in the areas in which we
were holding the groups. This decision allowed us to better recruit and retain study participants
who reflected the local population.

Implementation

The Deliberative Methods Demonstration recruited and randomized 1,774 participants to the four
deliberative methods and the control group, convening 76 groups between August and November
2012. After recruitment and assignment to a deliberative method, participants accessed
educational materials and logistical information through the Community Forum Web site.

Scheduling and Holding the Groups

The team convened 76 groups in four locations: Chicago, IL; Sacramento, CA; Silver Spring,
MD; and Durham, NC. We chose these locations to provide geographic diversity and facilitate
recruitment of a diverse sample for this study in terms of racial, ethnic, and sociodemographic
background. Sessions were held at a hotel, conference center, or university. Exhibit 2.5 shows
the number of groups by month, method, and location.
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Exhibit 2-5. Groups by month, method, and location

Silver Spring, Sacramento,
Chicago, IL, Durham, NC, MD, Online,? CA,
Total Groups

Method August September October October November Per Method
Brief Citizens’
Deliberation 6 6 6 ) 6 24
Community
Deliberation 6 6 6 ) 6 24
Citizens’ Panel 1 1 1 - 1 4
Online
Deliberative - - - 24 - 24
Polling
Total groups 13 13 13 24 13 76

*Online groups included participants from all four locations.
Note: All dates were in 2012.

An implementation team consisting of an implementation lead, conference planner, and three
onsite managers met weekly to coordinate logistics of all methods—site selection, onsite setup
and technical support, materials production, administering participant consent forms, managing
the protocol for turning away participants once a group was full, participant and staff logistical
support, participant travel and childcare reimbursements, nightly uploading of video and audio
recordings from groups, coordination with recruitment and transcription firms, and participant
tracking and coordination with the internal recruitment and randomization team.

Debriefing After Sessions

To capture the facilitation teams’ immediate impressions and thoughts about the deliberative
sessions, we created a standard debrief form that was completed at the end of each session. This
form captured the facilitator’s and note-taker’s impressions of a variety of process factors (e.g.,
level of equal participation or reason-giving), initial thoughts on the content of discussions,
comments about specific shifts in the discussion or the role of specific participants that seemed
important, and notes about problems that arose or areas where participants appeared to struggle.
Information from these forms was used in several ways:

e To make adjustments during implementation to further refine facilitator questions or
develop new approaches to presenting case materials

e To inform changes to the qualitative code list after implementation at the first location
(described in Chapter 3)

e To start identifying themes and questions for the summary of public input
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Chapter 3. Research Methods

This chapter describes the research questions and methods used to inform Aim 1 and Aim 2.
Separate teams studied each aim, but they met weekly to review progress, discuss findings, and
integrate findings between aims.

Aim 1: Inform AHRQ Programs on Public Views About the
Use of Evidence in Health Care Decisionmaking

To address Aim 1, we conducted a thematic analysis of transcripts from the 76 deliberative
groups to summarize participants’ response to the overall deliberative question:

Should individual patients and/or their doctors be able to make any health decisions no
matter what the evidence of medical effectiveness shows, or should society ever specify
some boundaries for these decisions?

We focused on three main topics related to the overarching deliberative question:

e Acceptable boundaries. What, if any, boundaries do participants specify for society’s
limiting of individuals’ and doctors’ decisions? Who do participants trust to set
boundaries for health care decisions? How do issues of trust (e.g., in research findings, in
physicians) influence participants’ views on the use of evidence in health care
decisionmaking?

e Situations affecting how participants perceive boundaries. When considering societal
limits on decisionmaking, how do the following situations affect participants’
perspectives?

0 Using evidence in decisionmaking when strength of evidence varies (i.e., clear
evidence, uncertain evidence, or no evidence)

0 Weighing risks and benefits to the individual and society, including short- versus
long-term consequences

0 Assessing individual and societal financial costs for health care options

e Values and ethics. What are the values and ethical principles exhibited during the
discussion as participants deliberate on societal boundaries and the use of evidence in
health care decisionmaking?

This analysis focused on dominant patterns and themes that emerged throughout the discussions.
We did not seek to assess changes that occurred over the course of the deliberations, especially
changes experienced by individual participants, which we intended to capture with our surveys.
When possible, the thematic analysis sought to assess similarities and differences across
deliberative methods and case studies. Below, we describe in detail the methods for data
collection and analysis.

Data Collection

We audio- and video-recorded each deliberative group. Transcripts were professionally prepared
from each audio recording, and video recordings were used to cross-check transcriptions for
participant identification and for portions of the discussions where the audio recording was
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unclear. In total, we analyzed 157 transcripts from the 76 deliberative groups: 24 transcripts from
Brief Citizens’ Deliberation (BCD) groups; 48 transcripts from Community Deliberation (CD)
sessions; 12 transcripts from Citizens’ Panel (CP) sessions; and 73 transcripts from Sessions 1, 2,
and 4 of Online Deliberative Polling (ODP) plus a single transcript from the Week 3 plenary
session, which was the recording of the experts’ responses to questions th